der Wal, 2006), we know less regarding patients' perceptions of the role of the GC in the process of deciding what to do next (Cederholm, Axelsson, & Sjoden, 1999; Durand, Stiel, Boivin, & Elwyn, 2010; Kosonen et al., 2008; Malkeil, Granat, Sagi, & Brezis, 2008) .
Historically, genetic counseling was described as nondirective.
Though the profession has recognized that this is significantly inadequate and limiting as a practice model descriptor (e.g., it can be interpreted to mean that the GC acts simply as a "neutral" information provider (Austin, Semaka, & Hadjipavlou, 2014; Kessler, 1997; Rentmeester, 2001; Williams, Alderson, & Farsides, 2002; Wolff & Jung, 1995) , its original purpose was to signal that GCs do not direct patients regarding termination decisions. More recently, the field has proposed that models such as "Shared Decision-making"
and "Reciprocal Engagement" potentially better describe the actual genetic counseling process-they retain a patient-centered focus and are founded on a core value of promoting patient autonomy, but acknowledge the role and influence of the GC (Elwyn, Edwards, Kinnersley, & Grol, 2000; McCarthy Veach, Bartels, & LeRoy, 2007) .
However, these remain largely theoretical frameworks describing the process of genetic counseling from the GC's perspective; there is little data regarding what happens in clinical practice from the patient's perspective. We aimed to explore patients' perceptions of their prenatal genetic counseling session, with a focus on their relationship with their GC and how factors inside and outside the session influenced their decision-making about amniocentesis.
| ME THODS

| Overview
We conducted qualitative, semistructured interviews (Becker, 1996; Sandelowski, 2000) with patients who had participated in a genetic counseling session and been offered amniocentesis following a highrisk maternal serum screen result (i.e., IPS, SIPS, Quad)
1 . To allow for some triangulation (to increase validity, reduce systematic bias, and enrich the data by capturing different types of information (Patton, 1999; Olsen, 2004) ), patients also completed a short quantitative instrument assessing satisfaction with decision-making (methods triangulation), and open-ended questionnaires were completed by the GCs with whom the patients met in order to make some comparisons between patient and counselor perceptions (source triangulation). The study was approved by the University of British Columbia
Research Ethics Board.
| Recruitment
Pregnant women seen by the Provincial Medical Genetics Program (PMGP) in Vancouver, British Columbia were recruited between September 2012 and January 2013. Women were eligible to participate in the study if they had: (1) been referred to discuss the option of amniocentesis after receiving a maternal serum screen result that indicated an increased risk for Down syndrome or Trisomy 18, (2) received genetic counseling from a board-certified GC, and (3) consented to being contacted for research. To avoid confounding perceptions of the decision-making experience that would be introduced by having received diagnostic testing results (Britten, 2011) , patients were excluded if they received amniocentesis results before completing their study interview.
Eligible patients were invited to take part in a 30-45 min semistructured telephone interview. The GCs of the patients who agreed to participate were also invited-either via phone call, email, or in person-to complete a 2-page questionnaire comprising open-and closed-ended questions regarding their perceptions of their participation in the decision-making of the sessions in question.
| Instrumentation
Semistructured telephone interviews: all were conducted, recorded, transcribed, and checked for accuracy by researcher DS, who had no existing or prior relationship with the participant and who was a genetic counseling student at the time of the study. DS, who had experience with clinical interviewing, regularly consulted with and was coached by researcher AT, who has an extensive qualitative research background. Throughout the recruitment and interviewing period, DS regularly debriefed with researchers AT and JA to address any biases, develop interviewing techniques, and make any adjustments. DS also kept detailed field notes, including pre-and postinterview summaries, and engaged in "memo-ing"-keeping notes of ideas, insights, and patterns as they were noticed (Parry, 2004) . Interviews were selected as the primary method of data collection in order to allow for patients to describe their own personal experience of the decision-making process, to gain insight into perceptions that may have not been obvious in, for example, an observational design (see Supplemental Material for interview guide).
Satisfaction With Decision-making (SWD) scale:
All patient participants verbally completed the SWD scale, a 6-item self-report scale with strong internal consistency reliability (alpha = 0.86) that measures individuals' satisfaction with healthcare decisions. Each item is rated on a 5-point Likert scale (ranging from 1 = strongly disagree, to 5 = strongly agree), with total scores ranging from 6 to 30, and higher scores representing greater satisfaction.
GC questionnaires:
GCs completed an investigator-developed questionnaire consisting of nine open-and closed-ended questions that asked them to reflect on the patient's decision and their interaction with the patient (see Supplemental Material for questionnaire).
| Data analysis
Qualitative analysis of the interview data was iterative and followed a thematic, constant comparison approach (Green & Thorogood, 2004; Parry, 2004) . As new sections of data were coded, they were compared to previously coded data for similarities and differences, allowing for early codes to be revised as data analysis proceeded. DS and AT independently read and coded three transcripts line by line. Following discussion and agreement, an initial coding framework was devised and used to code the subsequent eight transcripts. Codes were refined and amended via an iterative process. DS and AT then discussed their observations, agreed upon codes, and applied them to the data. As the transcripts were re-read, new observations emerged, and predominant themes were agreed upon.
For the SWD scale, we derived a mean score for each scale item, and a mean total scale score.
The data collected from the GCs was summarized by researcher DS, who then linked each individual GC's data to the corresponding interview summary (previously developed by DS) for their patient. Pairs were analyzed for consistency, divergent reports, and the GC responses were considered in light of their patient's most strongly emerged themes. The testing options that were offered to the patient participants and the choices they made are shown in Table 2 .
| RE SULTS
| GC participants
Eight GCs completed ten questionnaires in relation to the 11 patient participants (one GC did not complete a questionnaire in relation to a patient participant). Two GCs each counseled two patient participants.
| Patient interview data
Overall, patient participants spoke positively about their genetic counseling session, often describing the GC as helpful and informative. Four predominant themes emerged: (1) being unprepared; (2) recognizing responsibility for decision-making; (3) the burden of responsibility; (4) the impact of support through affirmation.
Theme 1: Being unprepared
Being prepared means knowing what to expect, being ready for-or at the very least aware of-the possible outcomes of an action. It is closely linked to the concept of being informed. On the other hand, being unprepared means unexpected information, surprise, uncertainty, and the unknown.
The purpose of our study was to explore patients' perspectives of their GC session in relation to deciding whether or not to undergo an amniocentesis. However, almost all participants spontaneously reported the time preceding the session (from when patients received their prenatal screen result indicating an increased risk for fetal aneuploidy) as being crucially important. Specifically, participants talked about feeling unprepared to receive the high-risk result from their healthcare provider and unprepared for the steps that followed.
Some attributed it to a lack of information prior to screening:
We were never thoroughly kind of told what the blood test was... We were kinda just under the understanding that you do this blood test and it comes back and says "yes, your baby's gonna have Down Syndrome," or "no your baby won't." -Patient H, chose no further testing
Some expressed an understanding of the screen's purpose, but
were emotionally unprepared to receive a positive result. The BC Provincial Medical Genetics Program involved 20 genetic counselors (sharing 15.5FTEs). All genetic counselors were board certified by Canadian and/or American boards, but to protect their identities given the small pool of individuals from whom they were drawn, no other demographic information was collected.
b Two participants had been seen for genetic counseling in previous pregnancies-one had a previous experience of a prenatal screening test revealing increased chance for fetal aneuploidy, another was seen previously in relation to family history of a genetic condition. ...the reason why I got the testing was to kind of just to check that off the list, and go, "ok, great! check,
TA B L E 2 Patient participants' prenatal testing decisions
we're all good!" And so I wasn't anticipating the results being positive and so it was just... it was just up- Some talked in terms of getting to make the decision themselves:
"[the GC] let us come to our own decision" (Patient N, chose no further testing). These participants conveyed an easy acceptance or organic approach to making an autonomous decision, whereby responsibility for making the decision rested with themselves (as individuals or as partners):
To For many women, the decision-making took place in the context of the spousal relationship (as illustrated by use of words like "us" and "we" in the quotes above). The GCs' data also highlights the partner's involvement in the decision (see Table 3 ).
Theme 3: The burden of responsibility
Taking on the responsibility of deciding about amniocentesis could bring an added burden: the weighted fear of making the "wrong" choice. Less than half the women consciously made the choice not to act so as to avoid any chance of the most feared scenario-feeling responsible for the possible negative outcome associated with choosing to act (miscarriage after amniocentesis).
I was scared that if I got the amnio I'd lose the baby.
I think it'd be hard to explain that to people, that we were so scared our baby might have Down syndrome
we got a test that ended up killing our baby. To affirm another's decision or decision-making process is to provide emotional support and encouragement. We observed the impact of this on patients' reported feelings of well-being.
Our results further illustrate the notion of a moral discourse, or the need to "do the right thing" according to shared values. Some patients conveyed frustration that the GC did not provide explicit reassurance that they had made the "right"
TA B L E 3 Exemplars illustrating triangulation of data between patient and counselor pairs and SWD scale data Patient C (quotes in text): felt that she and her partner made their decision during the session. They had previously never heard of NIPT. However, she displayed some tension regarding the responsibility of decisionmaking. The theme of "being prepared" also emerged quite strongly in her interview. 
| SWD data
Overall, SWD scale results indicate that participants were satisfied with their decision (see Table 4 ).
| GC perceptions of their interactions with the patient and their partner: Overall impressions
Most GCs self-described their roles as information providers and decision facilitators, reporting that they did not direct patients but provided them with options and supported their choices.
More than half of the GCs did not feel that they influenced their patients' decisions. One GC felt they did influence their patient's decision, by sharing information about the available options that was new to her. Another two GCs did not directly answer "yes"
or "no" to whether they thought they influenced their patient's decision:
Not much. They would've declined regardless of my input.
-GC-010
The counseling provided supported and validated how she already felt.
-GC-006
| Triangulating data
The data from the GCs, while limited in scope, illuminates the patient findings in several ways.
GCs reported constructing a sense of what was right for the patient by listening to them. Then, several reported tailoring the session or responding in some way-whether it was supporting and validating that choice, or focusing on particular options or details-but only after a patient had made a decision. We used the SWD Note. Each item is rated on a 5-point Likert scale (1 = strongly disagree, 2 = disagree, 3 = neither agree nor disagree 4 = agree, 5 = strongly agree), with total scores ranging from 6 to 30, and higher scores representing greater satisfaction. Ten of the 11 patient participants successfully completed this scale verbally.
TA B L E 4 Satisfaction With Decision-making (SWD) results
Statement
data to further contextualize narratives from patient participants and GCs. Illustrative cases are provided in Table 3 .
| D ISCUSS I ON
In this study, we found that patients felt emotionally and mentally unprepared to receive a high-risk prenatal screening result. The subsequent decision-making regarding amniocentesis was characterized by tensions and ambivalence as participants recognized their responsibility in the decision-making process but, at times, did not feel equipped for it. Furthermore, some participants perceived pressures from others to "do the right thing," which acted as an added burden. They emphasized the key role of the GC in supporting them by affirming and not leading their decision-making regarding amniocentesis. These findings highlight the emotional aspects of the process, and the importance of patients being prepared.
The decision-making process extended beyond the confines of the GC session. Patients made decisions with their partners in a broader context, exposed to numerous influences, attended by emotional dimensions and frustration (Green, Hewison, Bekker, Bryant, & Cuckle, 2004) . The burden of responsibility, and perceived social pressure to "do the right thing" pervaded the GC session in subtle ways. At times this pressure appeared to come from the healthcare community (e.g., one patient described her physician as "quite opinionated"), and the values implicit to the fact of being offered further testing. There was also anticipated judgment from other parents and members of society (e.g., patients wondered how others might react to their decisions), perhaps based on a shared understanding of social values and what are considered appropriate ways of behaving (e.g., in the context of broader pressure to be a "good mother" or "good parent"-in this case, even before the baby is born). It is possible that patients may have been projecting their own self-judgment, future study would be required to further shed light on this.
Despite describing feeling unprepared, ambivalent, and often frustrated, patients appeared to accept their responsibility in making the decision themselves, thereby enacting their autonomy. For some, this acceptance occurred with ease, others with some tension.
Yet none of the participants in this study avoided responsibility by not making a decision at all.
The principle-based understanding of autonomy, which emphasizes how far individuals are competent to make independent choices, informed by sufficient understanding of their options, is inadequate here (Beauchamp & Childress, 2001 ). We concur with critics who argue that this view of autonomy narrowly emphasizes rational and independent decision-making and neglects contextual, relational, and emotional aspects (Entwistle et al., 2008) . Relational autonomy recognizes that supportive relationships and social influences may better facilitate autonomy than a focus on independence (Entwistle, Carter, Cribb, & McCaffery, 2010 )-a more nuanced understanding that is pertinent in our findings considering the context in which the decision is made.
It includes the relationships between patients and their spouses, building a reciprocal engagement between patient and GC, and other social and moral influences.
Without transcripts or recordings of the genetic counseling sessions themselves, it is impossible to conclusively evaluate whether the key components of the shared decision-making model (team, option, and decision talk (Elwyn, Gray, & Clarke, 2000) ) occurred, but broadly, these data suggest that several key components of the Reciprocal Engagement Model were operationalized in the GC sessions. First, patient participants reportedly experienced the GC as promoting and supporting their autonomy-even in cases when the patient experienced some ambivalence about their responsibility.
Second, the more nuanced relational aspects (emotional support) between patient and GC was critical to effective interactional pro- While the use of methods and data source triangulation allowed deeper insight into the genetic counseling session, some of the GC data were limited. However, we did note that both groups were aligned in their overall impressions of the GC's role: to be objective and provide support. GCs are-understandably, given the history of eugenic practices in genetics-reluctant to be perceived as influencing their patients' decisions in one direction or another, particularly in a prenatal setting (Elwyn, Edwards, et al., 2000; Fine, 1993) , and in this study they tended to characterize their approach with their patients as responsive. However, even from a responsive stance, GCs could still be considered to be having an influence (albeit more nuanced and subtle than overt "directiveness") (McCarthy Veach et al., 2007; Weil et al., 2006) . For instance, when a GC responded positively affirming a patient's decision, patients reported that this had a positive impact on them. It alleviated some of the decisional burden from the patient.
The timing of the interviews was a strength of this study. It meant the outcome of the prenatal diagnostic test did not color women's perceptions of their sessions. Another was doing the interviews by telephone, which meant we could include women who lived outside of metro Vancouver, widening the geographic representation in the study.
Our results are not intended to be generalizable but rather represent an in-depth examination of the experiences of one set of patients. As with all studies of this nature, data were limited to what participants remember and are willing to share. Given that interviewer DS was a genetic counseling student at the time of this study, patients may have spoken more favorably of their sessions and GCs could have experienced social desirability bias and under-reported their self-perceived influence on their patients. Self-reported information about autonomy and decisions is inherently tricky as previous research shows that people report wanting choice, and report being confident in their chosen decisions even if they actually are not (Iyengar, 2010) .
Though the Provincial Medical Genetic Program, where we conducted the study, uses guidelines for clinical practice, there is no way to definitively confirm that the factual information shared by each GC was the same for every patient since GC sessions were not recorded.
Reconciling qualitative and quantitative data are not always very straightforward, as the two methods use different approaches to answer different questions and critics have cautioned against the over-interpretation of SWD results (Entwistle et al., 2004) . We encountered very little spread in SWD scale scores which suggests ceiling effects, and this together with our limited sample size precluded the identification of meaningful correlations between qualitative and SWD questionnaire data.
Future work might explore the experience of patients who had higher risks for Down syndrome or Trisomy 18, non-English speakers, and partners of the pregnant women. Importantly, the potential effects of nudging and affirmation bias could be resolved through application of a sensitive and objective tool, like the Roter
Interaction Analysis System (Roter & Larson, 2002) . Additional studies might explore whether findings differ between patient groups-those who choose amnio, those who choose NIPT, and those who have no further testing. Lastly, it may prove interesting to compare the experiences of patients with differing gravidity.
| PR AC TICE IMPLIC ATIONS
Our study adds insight from the patient perspective to the growing body of literature regarding the process and outcomes of genetic counseling, and suggests that the concepts described in the reciprocal engagement model are both enacted in naturalistic clinical practice, and welcomed by patients. Our data support previous findings showing a need for increased awareness and informed consent regarding prenatal screening in the general population (Dormandy et al., 2006; Michie et al., 2003; Van den Berg et al., 2006) . Given, however, that it may not be possible to fully prepare individuals for distressing results, prenatal GCs should anticipate patients reacting to the responsibility of decisionmaking with tension and frustration. GCs might assess these reactions for signs of perceived external or internal pressures, as well as indications of desire for support or validation, and then preemptively provide that affirmation to cultivate an effective counseling relationship.
| CON CLUS ION
Our data provide some of the first suggestions that, from the patient's perspective of naturalistic prenatal practice, many of the elements of GC practice align with their needs-that is, they felt supported and their decision affirmed-however, there remain gaps in support provided, most notably prior to the GC session.
This study highlights that for patients in the prenatal GC setting there are complexities to the nature of the decision-making process and the context in which it is made, including the multiple influences that are ongoing outside of the GC session.
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E N D N OTE S 1
Non-Invasive Prenatal Screening (NIPS) became clinically available during the data collection period, but only as a second-tier test following maternal serum screening.
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